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ABSTRACT 


Introduction: In India, around 2.0-2.5 million people are living with one or another kind of cancer menace and above 7-8 lakhs 
new cases added every year to the existing burden. Availability of data in this regard is mostly from developed countries where 
the social-demographic scenarios are quite different from developing countries on comparing data from developed countries. 
Although fewer studies had been carried out in India in this regard seems to be non-sufficient for addressing the problem. 
Objective: To explore social-demographic predictors of Caregiver burden among caregivers of cancer patients attending cancer 
hospital Jabalpur. 

Methods: This is a descriptive cross-sectional, hospital-based study conducted in cancer hospital Jabalpur in 340 caregivers. 
Chi-square test was applied to determine the association of study variables with caregiver burden. Results: Mean scores as 
assessed by ZBI was found to be 38+ 11 (median = 36). 197 (57.9 %) caregivers were male, 143 (42.1%) were female. 81 % of 
males feel cared for giving burden, while among females only 55 (41.4%) feel it. Despite contributing only 40.6% study popula- 
tion, urban caregivers experienced significantly high (82%) caregiver burden. the maximum caregiving burden observed in mid- 
dle class 86.4%, which constitutes only 25% of the study population and the caregiver burden was found statistically significant. 


Conclusion: These finding suggested coping with the problem of care-giving burden more policies and programmes in this 
direction should have been planned with special attention particularly to reduce burden amongst those having more suffering. 
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INTRODUCTION physical and mental health than their non-Care giving peers.° 

Availability of data in this regard is mostly from developed 

In India, around 2.0-2.5 million people are living with one countries where the social-demographic scenarios are quite 
or another kind of cancer menace and above 7-8 lakhs new different from developing countries On comparing data from 
cases added every year to the existing burden’. Quite often developed countries. Although Fewer studies had been car- 


the need and demand of these caregivers are often over- ried out in India in this regard seems to be non-sufficient for 
looked and neglected during the provision of care and treat- addressing the problem. 


ment, the entire focus remains on the patient itself.' The vital 
role played by such caregivers is well recognized, but the 
burden on them is poorly understood. The caregiver burden 
outcome depends upon several variables. It has been noticed 
that among cancer patients assistance in activities of daily 
living and instrumental activities of daily living has a signifi- 
cant impact on caregiver burden.“ It’s very unfortunate that 
overall health or physical, psychosocial, and spiritual well- MATERIALS AND METHODS 
being of these caregivers compromised during provision 
of care to a seriously ill family member.’ In a recent meta- 
analysis, it was demonstrated that such caregivers had worse 


Hence it is more than essential to explore social-demograph- 
ic predictors of Caregiver burden among caregivers of cancer 
patients attending cancer hospital of Jabalpur MP: A descrip- 
tive cross-sectional study of central India. 


Settings and Design: The study was conducted in the Out- 
patient Department of Cancer Hospital, Jabalpur (M.P) hich 
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is a tertiary care hospital. Methodology- Study design: De- 
scriptive Cross-sectional study Duration of study: April 2018 
to March 2019. 


Study subjects: 340 caregivers of cancer patients 


Caregiver: In this study Caregiver is an unpaid person, in 
close relation to the patient, caring for a minimum of 15 days 
since diagnosis and awareness of the patient‘s disease and 
ongoing treatment. 


Inclusion criteria: 


1. Cancer patients accompanied by a caregiver. 

2. Acaregiver who is in close relation to a patient, caring 
for a minimum of 15 days and accompanied by the 
cancer patient on the day of the interview. 

Exclusion criteria: A caregiver who did not give consent. 


Sample size calculation: The estimated sample size was 
calculated according to the formula: on=Z2pq/12 


Where, Z= confidence interval, P (%) = prevalence of car- 
egiver burden Q (%) = 100-p (%), and L = allowable error. 


Caregiver burden prevalence varies from 28% to 67%.”"° By 
taking prevalence (p) as 28%, with the absolute error (1) as 
5% And Z as 1.96 to 95% confidence interval, the sample 
size was calculated to be 309. By adding 10% non-respond- 
ents, the final sample size came out to be 339, which was 
rounded off to 340. 340 caregivers accompanying cancer pa- 
tients were included in the study. Sampling technique 340 
caregivers accompanied the cancer patients who fulfilled the 
inclusion criteria of the study were included in the study. 


Study Tool and Data Collection Techniques 

The technique for data collection was face to face interviews 
and record reviews. A predesigned, semi-structured ques- 
tionnaire was used to assess the socio-demographic profile 
and burden on caregivers of cancer patients. Study Variables 
such as Age, Gender, Religion, Area of residence, Level of 
education, socioeconomic status, type of family, and pres- 
ence of comorbid physical illness included in study instru- 
ment. 


Statistical analysis 
Caregiving burden assessed by using a short burden scale 
Zarit burden scale (ZBI). 


Scale for assessment of the burden on caregivers of cancer 
patients. 


Zarit burden Interview (ZBI) 

It is a standard, validated tool which was used to assess the 
burden on caregivers. A 5 point Likert scale using five main 
domains of burden, namely health, psychological well- be- 
ing, finances, social life and relationship with the patient and 


22 items has been used. A score of 0-4 represents a higher 
burden. The ZBI enables the measurement of caregiving bur- 
den with subscales of burden in the relationship (6 items), 
emotional well-being (7 items), social and family life (4 
items), finances (1 item), and loss of control over one’s life 
(4 items). The final scores range from 0 to 88. It is further 
stratified into four categories."! 


0-20 -no or minimal burden, 
>21 - Burdened 


Data obtained was coded and entered using Microsoft office 
excels 2007. Collected data were checked for its complete- 
ness and correctness before analysis. Data were finally tabu- 
lated and analyzed using statistical software called SPSS 20. 
Descriptive analyses were reported as means with standard 
deviation and proportions. A Chi-square test was applied to 
determine the association of socio-demographic variables 
with caregiver burden. Statistical significance was evaluated 
at a 5% level of significance. A p-value of less than 0.05 was 
found to be statistically significant. 


Ethical Consideration 

Ethical clearance was taken from the Institutional Ethics 
Committee. Permission was also obtained from the Depart- 
ment of Oncology, Cancer Hospital Jabalpur (MP). Written 
informed consent was obtained from all the participants who 
volunteered for the study. Oral consent was obtained from 
each patient after explaining the purpose of the study. 


RESULTS 


Among 340 caregivers interviewed Caregiver burden found 
72.4% among caregivers of cancer patients. Mean scores as 
assessed by ZBI was found to be 38+ 11 (median = 36). 197 
(57.9 %) caregivers were male, 143 (42.1%) were female. 
81 % of males feel cared for giving burden, while among 
females only 55 (41.4%) feel it. Most of the study subjects 
were in the range of age 30-59 years, which consisted of 
two age groups 30-44 and 45-69 years, each having 43.5% 
caregivers. The mean age of the caregivers was observed to 
be 43.45+9.49 years. The maximum caregiver burden was 
observed in 30 to 45 age group 82.4%. Despite contribut- 
ing only 40.6% study population, urban caregivers expe- 
rienced significantly high (82%) caregiver burden. As far 
marital status is concerned, unmarried caregivers were found 
to be more burdened (77.3%) as compared to other marital 
statuses. Association of type of family and caregiver burden 
was also not found significant However association of mari- 
tal status with caregiver burden was not found significant. 
The caregiver participants who had a co-morbid illness were 
found to be significantly more burdened (80.9%) than those 
who had no co-morbid illness (67.3%). 
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The maximum number of caregivers had a joint family (59.4 
%) and had a nuclear family (40.6%). 40.6% educated mid- 
dle and above subjects(76. 8%) caregiving burden was ob- 
served in contrast mere14% illiterate study population expe- 
rienced a 65% caregiving burden. Maximum numbers of the 
caregivers were housewives (20.9%), followed by the farmer 
(17%) and unskilled workers (16.5%) least were profession- 
als (3.8%). Despite contributing the highest in numbers 
caregiving burden was felt least among housewives (69%). 
While the contrast was seen among professional contribut- 
ing least in numbers for caregiving had experienced a lot of 
Caregiving burden (61.5%). Table 1B reveals, despite a ma- 
jority of study subjects belong to lower and lower-middle- 
class 52.6%, the maximum caregiving burden observed in 
middle class 86.4%, which constitutes only 25% of the study 
population and the caregiver burden was found statistically 
significant. 


DISCUSSION 


In the present study male and the younger age group, 30 to 
45 were found to be significantly burdened. This could be 
due to that age group 30-44 comprises young people who 
have started a new life and all responsibility for earning and 
rearing of children on them so burden in them may be found 
higher than others and by nature females are less hesitat- 
ing to take care of others as compared to males so the bur- 
den in females may be found lower than males. Similar to the 
findings of this study, Lukhmana S, et al'? among 200 family 
caregivers of cancer patients reported that the mean age of 
the participant was found to be 40+11.3 years. Similarly, 
Lixia and Mordiffi'’ did a systematic review for identifying 
factors associated with higher caregiver burden among fami- 
ly caregivers of elderly cancer patients reported that younger 
caregivers and males had higher caregiver burden. Findings 
were in agreement with this study. In contrast Hiremath P, 
et al. reported that the education of caregivers was not 








Variable 


Present n=246 (74.6%) 


Age 

18-29 19(70.4%) 
30-44 122(82.4%) 
45-59 95(64.2%) 
60 and above 10(58.8%) 
x2 value= 14.06 ; Df=3 ; p value= 0.002 

Sex 

Male 168(81.1%) 


Table 1: Association of socio-demographic factors with caregiver burden among caregivers of cancer patients 


Caregiver burden 


significantly associated with caregiver burden as in present 
study education was not significantly associated with car- 
egiving burden). However, the association of occupational 
status with caregiver burden was not found significant. Hire- 
math P et al.'4among 40 caregivers of patients with oral can- 
cer found an association of age with caregiver burden highly 
significant but the association of type of family and marital 
status was not found significant. Findings were consistent 
with this study (Table 1). 


Despite contributing the high in numbers caregiving burden 
was felt least among housewives (69%). While the contrast 
was seen among professionals contributing least in numbers 
for caregiving had experienced a lot of Caregiving burden 
(61.5% but the burden was not statistically significant. In 
contrast, Hiremath P et al.'reported that the occupation of 
the caregiver was significantly associated with caregiver 
burden. The difference might be due to studies conducted 
at different regions or inclusion of caregivers of a specific 
type/all type of cancer patients. Lixia and Mordiffi et al.” 
done a systematic review to examine the associated factors 
of higher caregiver burden among family caregivers of elder- 
ly cancer patients reported higher caregiver burden among 
employed. The maximum caregiving burden observed in the 
middle class. The association of socioeconomic status with 
caregiver burden was found statistically significant in the 
present study. It might be due to those caregivers who be- 
longed to the middle class are in the mid of socioeconomic 
strata. Due to caregiving to the cancer patient, they are more 
affected financially as well as psychologically as compared 
to the lower class people who are affected less psychologi- 
cally or to the upper-class people who are affected less finan- 
cially. Similar to findings of this study, Salmani N et al. "in 
their study conducted among 60 caregivers of the patients 
hospitalized in oncology of Shah Vali Hospital of Yazd city 
reported that direct relationship of caregiver burden was 
found with socioeconomic status (Table 2). 


Total (N=340) 


Absent n=94 
(27.6%) 
8(29.6%) 27(8.00) 
26(17.6%) 148(43.50) 
53(35-8%) 148(43.50) 
7(41.2%) 17(5.00) 
39(18.9%) 197(57-90) 
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Table 1: (Continued) 





Variable Caregiver burden Total (N=340) 
Present n=246 (74.6%) Absent n=94 
(27.6%) 
Female 78(58.6%) 55(41.4%) 143(42.10) 
OR = 3.037 (1.86-4.96) ; x2 value= 20.46 ; Df=1 ; p value= <o.001 

Area of Residence 

Rural 132(65.3%) 70(34.7%) 202(59.40) 
Urban 114(82.7%) 24(17.3%) 138(40.60) 


OR=0.397:Pvalue=0.00048(<o.001) 


Marital status 


Married 211(71.8%) 83(28.2%) 294(86.50) 
Unmarried 17(77.3%) 5(22.7%) 22(6.50) 
Widow 18(75%) 6(25%) 24(7.00) 
x2 value= 0.4004 ; Df=2 ; p value= 0.818 

Type of family 

Nuclear 99(71.7%) 39(28.3%) 138(40.60) 
Joint 147(72.8%) 55(27.2%) 202(59.40) 


OR = 0.949 (0.586-1.539) ; x2 value= 0.0436 ; Df=1 ; p value= 0.834 

Co-morbid physical illness 

Present 102(80.9%) 24(19.1%) 126(37-05%) 
Absent 144(67.3%) 70(32.7%) 214(62.95%) 
OR = 2.066 (1.218-3.504) ; x2 value= 7.379 ; Df=1 ; p value= 0.006 


Table 2: Association of socio-demographic factors with caregiver burden among caregivers of cancer patients 


Socioeconomic status Caregiver burden Total (%) 
Present Absent 

Upper Class 16(76.2%) 5 (23.8%) 21(6.2) 

Upper Middle Class 39(75%) 13(25%) 52(15.3) 

Middle Class 76(86.4%) 12(13.6%) 88(25.9) 

Lower Middle Class 60(64.5%) 33(35.5%) 93(27.3) 

Lower Class 55(63.9%) 31(36.1%) 86(25.3) 

x2 value= 14.86 ; Df=4 ; p value= 0.0049 

Education 

Illiterate 32(65.3%) 17(34.7%) 49(14.4) 

Up to middle school 108(70.6%) 45(29.4%) 153(45.0) 

Above middle school 106(76.8%) 32(23.2%) 138(40.6) 


x2 value= 2.826 ; Df=2 ; p value= 0.2434 
Occupational status 


Professional/semiprofessional 8(61.5%) 5(38.5%) 13(3.8) 

Shopkeeper/ Farmer 51(68.9%) 23(31.1%) 74(21.7) 
Skilled/ Semi skilled 67(83.7%) 13(16.3%) 80(23.5) 
Unskilled 38(67.8%) 18(32.2%) 56(16.5) 
Unemployed 16(72.7%) 6(27.3%) 22(6.5) 
Housewife 49(69%) 22(31%) 71(20.9) 
Others 17(70.8%) 7(29.2%) 24(7.1) 


x2 value= 7.382 ; Df=6 ; p value= 0.2870 
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CONCLUSION 


The present Study reflected caregiver burden amongst male 
and the younger age group, 30 to 45 were found to be sig- 
nificantly burdened. Despite contributing only less in num- 
bers, urban caregivers experienced significantly high car- 
egiver burden. As far marital status is concerned, unmarried 
caregivers were found to be more burdened as compared to 
other marital statuses. These finding suggested coping with 
the problem of care-giving burden more policies and pro- 
grammes in this direction should have been planned with 
special attention particularly to reduce burden amongst those 
having more suffering. 
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